Interventions for Uncertainty and Adaptation
Psychosocial interventions, such as support groups and consultations by psychologists, have been recommended in adult populations, though more research is needed in working with family units (Chien, Wang, Chien, & Hwang, 2011; Coleman et al., 2005) . Early implementation of psychosocial interventions, such as support groups or individual counseling directed at management of stress-related symptoms can enhance coping behaviors (Chien et al., 2011; Mullins et al., 2012; Nolbris, Abrahamsson, Hellström, Olofsson, & Enskär, 2010) . In their study of parents of childhood cancer survivors, McGrath and Phillips (2008) suggest inviting parents of children who are further along in the treatment regimen to support groups because they would be helpful in providing an overall picture of the treatment process. Social and emotional support was identified as crucial to decrease maternal stress in parents of children newly diagnosed with cancer (Altay, Kilicarslan, Sari, & Kisecik, 2014) . Other researchers have successfully used digital education interventions to provide support and reduce anxiety and stress in parents of children recently diagnosed with a chronic illness (Hoff et al., 2005) . Also, to be considered is the need for patient/parent empowerment as a way to reduce uncertainty (Keim-Malpass et al., 2016) .
Care coordination is another intervention aimed at reducing the uncertainty and parental stress after their child's cancer diagnosis. The care coordinator or nurse navigator includes a focus on patient education, interprofessional communication, support, and overall assessment. With the right resources, this role can be very beneficial to families going through treatment for pediatric cancer (Howitt, 2010) . Branowicki, Vessey, Jackson Temple, and Lulloff (2015) also identified that parents reported a definitive need for nursing care, education, and follow-up, especially with medication management, after their children were discharged home. Home visits from registered nurse case managers eased anxiety and helped parents feel that they were capable of caring for their child.
The purpose of the study was to determine supportive measures found to be most helpful and feasible for families of children with cancer through obtaining in-depth perspectives of uncertainty and adaptation. Research questions were as follows: (1) How do parents of children with cancer and members of their health care team identify and describe feelings of uncertainty? (2) How do parents currently adapt to deal with uncertainty? (3) What types of support do parents and health care team members perceive as most helpful to parents caring for a child recently diagnosed with cancer in south Texas?
Method

Study Design
A descriptive single embedded case study design with multiple informants guided this study. The single embedded case study included examining the views regarding uncertainty and support mechanisms of parents of children with cancer and their health care team members. Case studies, as opposed to descriptive research, emphasize the constructivist approach to the participant's real experiences and provide a clearer picture to the investigator. This type of research provides a comprehensive view from all perspectives and data sources and does not require control over or manipulation of events (Baxter & Jack, 2008; Yin, 2013; Zucker, 2001 ). This allowed the principal investigator (PI) to examine factors related to uncertainty, psychosocial support, and patient education from various perspectives within the unit by examining thoughts and feelings, rather than looking for a cause of those feelings. Asking how and why questions helps gather a picture of complex social concerns, which is crucial to case study research (Yin, 2013) .
Setting and Sampling Procedures
The setting was a south Texas pediatric 17-bed cancer unit, seven of which are usually devoted to bone marrow transplant patients. This treatment facility has approximately 60 to 70 new patients diagnosed with a childhood cancer each year. It is housed within the children's hospital of the health care system, but it is on a shared campus with one of the system's adult hospitals. The target population included health care team members and parent participants within the childhood cancer center. Both groups were recruited because of the need to solicit input regarding types of needed support and why some types have not been successful. Available team members included 6 physicians, 2 nurse practitioners, 20 bedside registered nurses, a social worker, an art therapist, a chaplain, and a nurse case manager. An attempt was made to ensure that the sample was representative of the cultural diversity in south Texas by seeking out a sample group similar to the demographic numbers represented on the unit, which included approximately 40% Hispanic patients, families, and health care team members. This was essential to conduct a full analysis within this single case study.
Any parent of a child or adolescent aged 0 to 19 years was eligible to participate provided the child/adolescent was diagnosed within the previous year, the parent could speak and read/write English, and the parent was willing to spend approximately 45 to 60 minutes in an audiorecorded interview with the PI. Parental inclusion criteria included any age, ethnicity or race (if able to read and speak English), education, socioeconomic background, marital status, or immigration status. Professional participants from the unit health care team must have been currently employed full-time within the childhood cancer center, must work with these patients/families on a frequent/daily basis, and must have done so for at least 6 months prior to the interview.
Sampling Plan. Approval from the unit nursing director and institutional review board was granted prior to beginning formal recruitment. A specific sample number through power analysis was not calculated for case study research because the goal is concept saturation and a comprehensive analysis of the entire case (Casey & Houghton, 2010; Yin, 2013) . However, it was estimated that a minimum of 12 to 15 total participants would provide the data required (Guest, Bunce, & Johnson, 2006) . Once a participant contacted the PI, the PI met with them to review the study requirements, risks, and benefits. If the potential candidate was agreeable, the PI obtained informed consent. This meeting was held at the participant's convenience, in the hospital, at the clinic, or at his or her home. Recruitment continued until a diverse sample of health care providers and parents were interviewed and data saturation was achieved.
Sample Recruitment. Health care team member recruitment was done through verbal announcements made by the unit director at weekly clinical rounds meetings and via email/telephone calls directly to healthcare team members. Recruitment of parent participants was conducted on the inpatient units and outpatient clinic with assistance from the clinical providers such as nursing staff, nurse practitioners, and the medical providers. Flyers were posted around the family areas in the inpatient unit and outpatient clinic and also given to all oncology providers for distribution at the cancer center. Possible parent participants were identified by the nurse practitioners and nursing staff and recommended to the primary investigator. Those recommended were given a copy of the recruitment flyer. Potential parent participants were asked to contact the PI using the information provided on the flyer.
Data Collection
Separate demographic instruments were developed for parent and health care team participants. The parental demographic instrument gathered information on participant age, race/ethnicity, education level, and members of the household. In addition to these, the health care team demographic questions included data about the length of experience in their role and at the study facility.
An interview guide was developed based on the research questions to help structure each interview and decrease bias. Separate interview questions were asked of parent and professional participants. A sample of the interview questions include the following: 
Data Analysis
Demographic information was placed in a spreadsheet so that generalizations about the case could be made. Each interview was transcribed and entered into the software program (N-Vivo 9) by the primary researcher. Word patterns were placed into codes, which N-Vivo 9 refers to as "nodes," and then cross-matched with other interviews from all the participants. This identified how often certain concepts and language phrases were used and in what context they occurred. Pattern matching was completed to compare results from within each participant's interview and also compare across all participants' interviews (Miles & Huberman, 1994; Yin, 2013) . These patterns were separately reviewed by a second independent reviewer, and the two reviews were compared for agreement on the patterns and for data saturation. Then working together, the two grouped them into themes. Themes were analyzed from the entire interview data, and direct quotes were pulled as exemplars for discussion. Because interviews were semistructured and utilized the interview guide that was based on the research questions, data flowed naturally back into the three research question foci: uncertainty, adaptation, and support. Themes were based off the entire interview data but then compared with the research questions to ensure that all areas had been addressed adequately and no follow-up interview was needed with participants. Construct validity was addressed through triangulating multiple sources of evidence and creating a chain of evidence. This included the purposeful selection of members of the health care team and parents who were representative of the program's population. Credibility was maintained by matching patterns in interviews leading to data saturation (Houghton, Casey, Shaw, & Murphy, 2013; Ryan-Nicholls & Will, 2009 ). External validity is concerned with the generalizability of the study to other populations and areas and is typically addressed through the wording in research question design (using how and why questions) and the purposeful selection of a diverse and representative sample (Yin, 2013) . Last, reliability minimizes errors and biases within a study by ensuring later that "researchers can conduct the same research again and come to the same conclusions" (Yin, 2013, p. 48) . This is done in case study research through the development of a specific case study protocol and database.
Procedures
An appointment was scheduled with each study participant at a time and place convenient to the participant. The informed consent was signed, and the demographic form completed. Then the PI proceeded with the 45-to 60-minute audio-recorded interview. Separate interview questions were asked of parent and professional participants, and all interviews were conducted by the PI to ensure that the same process and tone was used for each one.
Interviews and observations continued until data saturation was confirmed by both reviewers and no new themes or concepts begin to emerge (Houghton et al., 2013) . Six parents participated, and parent recruitment was stopped at this point because no new information was emerging, and statements were repetitive and aligned closely with other parents as well as the health care team participants. Health care team member interviews continued until at least one nurse, administrator, social worker, case manager, and physician were included and no new information was being shared.
Results
There were a total of 21 participants: 15 members of the health care team and 6 parents of children with cancer. Health care team participants were all women and included two unit administrators, two nurse practitioners, one staff educator, two staff nurses, one case manager, and one physician. In addition to these, a group interview of the psychosocial support team that included the social worker, the bone marrow transplant counselor, the child life therapist and director, the art therapist, and a staff educator was done. The chaplain participated in this session, but did not wish to have her comments included in the study, so her input was removed from the data prior to analysis. Parent participants included one father and mother-married couple, and four other mothers. Health care team participants' average age, education, race/ethnicity, and other demographic data are summarized in Table 1 . Parent participants' demographic data are summarized in Table 2 .
After coding was completed, the data were grouped into four themes: meaning of uncertainty, facilitators of parental adaptation, education and psychosocial support, and patient/family obstacles. Each theme also had subthemes, which are shown in Table 3 . Exemplars of participant responses are reported to clearly illustrate these themes and subthemes.
Meaning of Uncertainty in Parents and Members of the Health Care Team
Both groups described uncertainty in similar terms. Comments were grouped into two subtheme areas: shock and subsequent barrage of negative emotions and burden of parental ambiguity and decision making.
Shock and Subsequent Barrage of Negative Emotions.
Analysis revealed that emotions focused on negative connotations in the diagnostic phase (2 or 3 weeks after diagnosis). They included feelings of shock, guilt, fear, anger, loss of control, and grief. Parental informants shared the following: "Shock is the first one (emotion) that comes to my mind"; "Shock, sadness, fear . . ." Guilt was also of concern due to the feeling that parents may perceive that they missed some key piece of information or symptom, did not take their child to the doctor soon enough, or may not have advocated for them as strongly as they felt they should have. Health care team participants shared, "I think there is some guilt . . . have been these vague symptoms that they've put off for a little bit . . . (or) . . . what if I had recognized it sooner?" Persistent and repetitive anxiety and loss of control were other common emotions described by several participants, as demonstrated in these phrases: "A sense of losing control of the care of their child, and . . . (the) daily anxiety to not know what each hour is going to bring, or each day a new catastrophic diagnosis." A few participants described anger rather than anxiety as a way to express frustration with the loss of control parents felt when forced to face the overwhelming consequences of a childhood cancer diagnosis. For example, one parent participant shared that anger was a reflection not only of loss of control but also of the guilt she was feeling: "You get angry. I started getting angry at myself mostly because I was like 'why didn't I take her in sooner?'"
Burden of Ambiguity and Decision Making. Parents feared whether or not their child would die from cancer or surgery. One parent stated, "The very first thing that comes to my mind is how long my kid is going to live." Another parent shared that the immediacy to start treatment affected the level of uncertainty because there was no time allowed for addressing her concerns. One minute her child was only complaining of a headache and suddenly her daughter was at imminent risk of dying. The shock and not knowing the outcome of surgery increased the mother's uncertainty as shared in the following statement:
The doctor didn't know if they were going to be able to do it [surgery] . So the uncertainty at first for me was "Is my child is going to die from this?" Because I thought he was telling me he was not going to be able to do anything. Parents felt a loss of control and a need to know what would happen. A parent shared, "Well like in the beginning, it's not knowing what's going on." Another parent said, "There wasn't any definite answer for me . . . it was like I'm sorry because her protocol is so different we're just going day by day." Having a plan of action was crucial to help parents decrease their uncertainty and then make decisions that would help their family adapt. The parents felt that they had to make decisions that could affect the success of that treatment with little information and their uncertainty stemmed from the weight of that decision. Of importance to note is that health care team participants felt that uncertainty was a concept faced in the period after diagnosis and again perhaps when a child might relapse or move to transplant. Parents agreed, but they reported more uncertainty in the period leading up to the diagnosis, often reporting being in limbo between several diagnostic possibilities. Sometimes, they were not even being told yet that there was a chance their child's symptoms were from cancer. For example, when describing uncertainty one parent said, Not knowing, and (the physician) was just (saying), "Well, it could just be a tumor of some kind; it doesn't mean it could be cancer. It could be." Just that not knowing what it is and then how it's going to affect your child.
Another parent shared her experience, When the (radiology technician) came back in she was like, "Well now they want me to take her chest and her head and her neck to see if it spread anywhere." Well, nobody had told me anything up to that point. . Parents reported reduced uncertainty once they had a definitive diagnosis and a treatment plan. One parent shared, I think the uncertainty . . . it was a relief to find something out because we had been in the hospital for 2 weeks, not knowing anything and then it wasn't like, "Oh she has cancer, great!" but we had a plan of attack.
Parents reported that although it was difficult at diagnosis, uncertainty persisted throughout the entire treatment and was especially troublesome as they transitioned between phases of treatment. One parent felt that uncertainty was fairly low in the earlier phases of treatment because they saw the providers so frequently, but this changed as the treatment progressed: "It's when they're like you are on your own. Your child is getting better. Because now I'm in panic mode wondering what if this happens or this happens." She reported a heightened sense of uncertainty related to that transition.
Facilitators of Parental Adaptation
Facilitators of parental adaptation showed the importance of support from friends, family, and the health care team as well as the internal ability to seek out answers and solutions. Responses fell into two subthemes: extended network support and empowerment.
Extended Network Support. Participants all described the importance of trusted family and friends in providing emotional support, monetary support, transportation, and caring for their family and home. Extended family support also helps in coordinating and meeting the needs of the affected family, such as helping to coordinate outside offers for assistance. Other parents described how their family and church groups supported them by bringing food to their home on a regular basis and by coordinating fund-raisers and networking to complete work on the house so that it was safe for their daughter to come home.
Several parents described how extended network support was strongest at diagnosis and then tended to taper off after a month or two. This left the family feeling somewhat deserted just when they were starting to understand the significance of all that they were going through. One parent shared, "You have everybody at immediate crisis . . . and then 6 months down the road everyone goes back to their own lives."
Empowerment. Some participants felt that most important was the concept of empowerment. If the parent's personality was to assume responsibility and take charge of the situation, then the parent tended to adapt quickly and sought out learning opportunities in order to do so. One participant said, "I think another huge impact is their personalities. Some might be more proactive and have more initiative." Other parental statements included, "I read everything, even if it didn't make sense" and "You don't have to have a great educational background to be that proactive empowered person . . . it is the type of person; that they are the seeker." For these parents, gathering information to improve understanding and taking ownership of the decision making was a big part of their adaptation. Other parents waited for information to be shared by the health care team members and reported that it helped them feel secure and informed.
Education and Psychosocial Support
Participants were asked what types of education and psychosocial support would be the most helpful to families. The responses were grouped into two subthemes: providing information/sharing support and parent/patient education.
Providing Information and Sharing
Support. This subtheme focused on information sharing between parents and breaking down the isolation parents felt. One health care team participant said, If they talked to other parents, that helps. Because I feel like when they first get diagnosed they feel like it's a vortex. They're in the center and have no idea what's going on around them. In their mind this is it. This is as bad as it gets and no one else can know how they are feeling.
A parent participant stated that just knowing someone she was familiar with was in the room next door was comforting because she could go talk with someone who really did understand what she was going through. It helped her feel less isolated. She said, "If something really bad happens I have somebody that I can talk to if I need something . . . if I didn't know her I would've felt really alone."
Health care team participants also recognized the need for less structured implementation of psychosocial support and voiced frustration at failed attempts to sustain attendance at formal interventions. A participant described challenges with having a support program:
It's hard to get them there, (but) families will cluster . . . and there's this magic and they provide support to each other, but then there is no continuity to that. We provide groups and they don't come.
Participants suggested informal group gatherings where parents, patients, and siblings could mingle and just be together. Another participant reinforced this: "Informal hanging out and talking is what we should be doing and maybe you have someone from the psychosocial team sit in and just sort of clarify facts for them, but help facilitate that dynamic."
Psychological support. The need for a professional to provide counseling was expressed by participants. One parent described her unsuccessful visits to a counselor outside the program. These were not helpful because the counselor lacked the skills to help a parent of a child diagnosed with cancer. She stated, "All she [the counselor] could say was, 'I could only imagine,' and you can only hear that so many times. I was like, "You can't get me anywhere." Parent/Patient Education. Patient education was reported as a top priority. One participant said, "Our job is to keep them informed about what is about to happen today and tomorrow and next week. Our goal is to educate, educate, educate." However, many participants did not feel that patient education was an area of strength within this program. One parent said, "This nurse said this and that nurse said that, so which is right?" When asked specifically if there was a lot of variation between what each nurse was teaching, one participant responded, "Yes, and that to me is a reflection of various [the nurses'] clinical knowledge and experience."
Time frames and delivery of information. Parents reported readiness to share information approximately 2 to 3 months after receiving the diagnosis, and this also applies to their readiness for education. One participant said, "It takes about 3 months for people to get over it and start focusing again." Too much information can equate to overload. So health care team members had to be careful not to give too much information too quickly because it is just overwhelming until the parent is ready. Education was described by parents as often rushed and left until discharge. At that point, their retention was minimal. One parent said, "We didn't get information until we were leaving, that day. We got handed a big binder. She brought it to us as she was discharging us."
Addressing individual patient needs with appropriate materials. Many participants found the materials provided to be overwhelming. Some participants felt that parents never even opened the reading materials, as one reported, "We do give them a lot of stuff to read . . . but then maybe only half the people even open it." A suggestion from the health care team participants was holding standardized classes. The reactions to having structured learning opportunities such as classes were very positive. One participant said, "I think that when we had the classes it was such a big patient satisfier. They loved it, because they not only loved the education, but they loved the interaction with each other." However, the parents noted that not everyone comes from the same background and learns the same way and suggested that education plans should be individualized.
Earlier discharge from inpatient services. Participants reported that patients were discharged much sooner than historically speaking. This shifts the focus on follow-up education to outpatient services. This concern also came up with regard to coordinating follow-up care between the inpatient unit and the private physician clinics. After discharge, the psychosocial team does not follow up with patients seen at the private clinics. They must wait until the patient is readmitted or until they are contacted by someone at the clinic for assistance. They did not currently have the resources and had not been formally invited to follow up with those patients.
Patient and Family Obstacles Hindering Successful Adaptation
All participants were asked what kind of obstacles hindered successful adaptation in families dealing with a childhood cancer. Responses were grouped into four total subthemes: family stress at home, financial instability, stigmatization of "support," and cultural barriers.
Family Stress at Home. Marital status can affect the care provided by parents to the ill child and family. Participants shared that single parenting and divorced families have more stress and difficulty adapting due to lack of resources and support at home. One participant described how psychosocial factors contribute to the stress: "If there is a recent divorce or separation, any kind of other psychosocial stressors that exist before the diagnosis are going to be amplified." Financial Instability. Participants described how financial instability influenced increased stress for the families and how this can be a barrier for their successful adaptation. One participant said,
The out-of-pocket expenses and the fact that they have to be at the institution for several months . . . can provide a lot of stress. Someone might be out of work to be a primary caregiver and that is a big deal.
Both groups mentioned that the lower the financial status the more governmental assistance resources were available. Middle-class families were at risk for greater financial instability. They often required two incomes to manage, yet their income was too high to qualify for government assistance. One parent described how important it was to consider what would be needed in the months following the initial diagnosis as she struggled with needing to return to work after using up her employment leave. There was only so much flexibility she could have at work. She said, "I did use up a lot of my time . . . When I got all the help I technically didn't need it as much. It wasn't until after I ran out that I really needed help."
Stigmatization of "Support." Both parents and health care team participants voiced that some parents would not take advantage of support services offered because they do not want the stigma of accepting support. One thought shared by several participants is that the term support is just too formal and that people do not like to go to support groups or group therapy sessions due to the negative connotations that they have. One parent believed that it would help if a different word, other than "meeting" or "support," was used.
Cultural Barriers. Members of the psychosocial team mentioned the concern related to immigration status and the availability of resources for those children and families that are pending citizenship, particularly the extended wait list for health insurance for these children. In addition to access to health care, the psychosocial team felt that language barriers affected the care patients received. They felt the translation services via phone were helpful in the inpatient and clinic areas, but when parents call in and could not get a Spanish-speaking nurse on the phone to help answer their question, that was a huge safety concern. Another barrier of concern is one of cultural roles and trust in the health care team. One health care team participant described this as a barrier for their patient population. She said, I think that for the most part, their view, maybe their culture, that they are more comfortable with letting the doctor make decisions. I think a lot of our Hispanic families are very trusting of us and most of them try to go with the flow of the treatment and just sort of trust us blindly. That may be even more frustrating because you want them to be more engaged.
This conflict between expectations for active information seeking (empowerment) and inclusion in the plan of care with the cultural tendency to leave decision making up to the health care team can cause frustrations and miscommunications regarding the care provided.
Discussion
Comparison With Literature Findings
Results regarding emotions parents went through after diagnosis were similar to many other studies, reporting anxiety, stress, depression, and guilt (Holm et al., 2008; Patiño-Fernández et al., 2008) . Parents/patients also reported that uncertainty came from the loss of control and just not knowing what to expect similar to the findings reported by Dolbeault et al. (2011), Rogers, Stegenga, Withycombe, Sachse, and Kelly (2016) , and Muskat et al. (2017) . Similarities with Altay et al. (2014) and Muskat et al. (2017) were noted, especially related to the need for continued psychosocial, emotional, and educational support throughout the treatment trajectory and especially as patients transition through various phases of treatment or relapse. What differed though was the request for more family-based support interventions rather than one-onone counseling or formal support groups. This could include informal gatherings to help promote information sharing, but it should be noted that some parents may shy away due to negative story sharing and fear of similar poor outcomes in their own child (Gårdling, Törnqvist, Månsson, & Hollström, 2017; Rogers et al., 2016) . The reported benefit of a point of contact or patient-care coordinator was similar to the findings reported in Howitt (2010) . A counselor specializing in the care of patients with pediatric cancers was recommended by parents, which was similarly reported in Hill-Smith, Taverner, Greensmith, and Parsons (2012) and Humphris (2008) .
Implications for Practice
This study has numerous implications for practice that may facilitate a program's effectiveness in the reduction of uncertainty and facilitation of adaptation through education and support. Of particular importance are providing consistency in education and support, providing opportunities for parents and family members to share with others who have gone through similar situations, improving interdisciplinary collaboration across the program, and extending support services through the entire treatment plan with special attention focused on the areas of transition between phases of care.
Education
A full-time patient education coordinator position or team should be considered (Kästel, Ensär, & Björk, 2011; Kerr, Harrison, Medves, Tranmer, & Fitch, 2007; Soanes, Hargrave, Smith, & Gibson, 2009 ). This person would coordinate education delivery through individual meetings with parents and patients, designing curricula for teaching information about various diagnoses and treatment plans and phases, and setting up structured classes where parents learn information in small, informal groups (Kerr et al., 2007) . The education coordinator's role should also include staff education to ensure that team members are aware of evidence and guidelines for practice so that they are able to implement that practice consistently and work for changes in policies that would reflect best practices and improve quality (Carpenter & Bell, 2002) . Another role that could easily be incorporated into the health care team is that of the clinical nurse leader. Many organizations utilize clinical nurse leaders in the care of chronic patients such as those in pediatric oncology because of their expertise in staff mentorship, patient education, systems theory and management, quality improvement, communication, and evidence-based practice (Harris, Roussel, & Thomas, 2018) .
Psychosocial Support
Group support services should include opportunities for parents, patients, siblings, and other family members to visit one another and share in an informal environment such as family game nights and parent afternoon tea/coffee breaks (Flury, Caflisch, Ullmann-Bremi, & Spichiger, 2011; Gannoni & Shute, 2010; Wong & Chan, 2006) . Invitations should be offered to all parents, but especially aimed at those who are 2 to 4 months postdiagnosis. To address parental uncertainty, focus should be on empowerment and preparation for the future.
Early assessment and recognition of the need to talk with a professional counselor should be considered as some parents will not adapt well to the new situation (Boman et al., 2003; Gannoni & Shute, 2010; Kerr et al., 2007) . Consideration should be given to providing a psychologist who is knowledgeable about the special needs of families of children with cancer (Hill-Smith et al., 2012; Humphris, 2008) .
Early assessment for symptoms of uncertainty can help family members identify external support network and resources (Corey, Haase, Azzouz, & Monahan, 2008; Hovey, 2005) . Consistent social work support and services should be offered to every family (Hill-Smith et al., 2012) . Resources should be provided early in treatment and repeated frequently as parents may not recall that certain assistance programs are available or how to apply for them.
Translation Services
In south Texas, language barriers present ethical and safety dilemmas not only in relation to consent for cancer therapy but also in day-to-day communication. Provision for translator services is required by the Joint Commission (2018). This is easier to accomplish for planned events such as informed consent, but pediatric cancer programs should also consider the availability of translation services when directing patients to call the unit or clinic directly after hours. If translators are difficult to access via telephone after hours, then programs may need to consider alternative processes for their patients in need.
Strengths and Limitations
The study participant sample may not accurately represent health care providers (e.g., lack of men in the sample), so findings have limited generalizability. For a qualitative study, 21 participants is a large sample; however, 15 of these were members of the health care team, and only six were parents of children with cancer. This could bias the results toward the reflections of the health care team. The parent participants were all caregivers for children below the age of 10 years. Therefore, the findings may not be generalizable to parents of adolescents and young adults. The primary investigator completed the initial data analysis, and a second researcher with broader expertise in qualitative research and analysis reviewed the data as well and helped identify themes. However, this could be considered a limitation and lend bias to the results because it was not reviewed completely independently. Last, there was a lack of statistical data on the prevalence of uncertainty even though it is widely reported as present in this population. This was a limitation and an implication for future research. This study will serve as a foundation for larger future research studies with participants randomized to control and intervention groups.
Conclusion
This descriptive case study reflected four major themes regarding the perceptions of uncertainty and support mechanisms. Overall, there were more similarities than differences between the two groups regarding their perceptions of parental uncertainty, the need for continued education throughout the treatment plan, and the need for informal psychosocial support opportunities. Major differences were noted in the themes regarding time frames for parental uncertainty, the need for specific assistance during transitions in phases of the treatment plan, and concerns regarding customer service and family-centered care. More research based on interventions reducing uncertainty through informal, family-based support programs and effective use of adaptive behaviors in hospital and clinic settings is warranted, as well as improving the delivery and timing of individualized family education. Decreasing uncertainty and enabling adaptive behaviors could lead to decreased hospital stays and an increased likelihood that a family dealing with childhood cancer can return to relative normalcy and have a higher quality of life.
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